Informal (unpaid) care-givers of older people with dementia experience stress and isolation, causing physical and psychiatric morbidity. Comprehensive geriatric assessment clinics represent an important geriatrician-led model of dementia care. Our qualitative study examined the educational and support needs of care-givers of people diagnosed with dementia at a geriatric assessment clinic, resources used to address those needs and challenges experienced in doing so. We conducted structured thematic analysis of interviews with 18 informal care-givers. Participants' narratives reflected four themes. First, care-givers sought information from varied sources, including the Alzheimer Society, the internet and clinic staff. Responsive behaviours, the expected progression of dementia and system navigation were topics of particular interest. Second, care-givers obtained assistance from public, for-profit and voluntary sources. Third, care-givers received little assistance. Two-thirds received fewer than four hours of help weekly from all sources combined, and none more than 15. Several received no assistance whatsoever. Publicly funded support workers' tasks, and their timing, were often unhelpful. Finally, while numerous care-givers felt physical and emotional strain, and worried about how poor health impaired their care-giving, many hesitated to seek help. The needs of this unique population of informal care-givers can be met by improved homecare service flexibility, and access to trustworthy information about the expected progression of dementia and skills for managing behavioural and psychological symptoms.
Introduction
The significance of dementia care-giving Dementia can be defined broadly as a clinical syndrome most common in older people characterised by cognitive decline with multiple aetiologies, that is sufficiently severe to interfere with social or occupational functioning (Chertkow et al., 2013) . Dementia may also involve behavioural and psychological symptoms (BPSD), such as aberrant motor behaviour, anxiety, irritability, depression, disinhibition and sleep changes (Cerejeira et al., 2012) . Given the extent of functional impairment it creates, the World Health Organization has stated that dementia 'poses one of the greatest societal challenges for the 21st century' (Moore et al., 2014) .
In 2010, there were over 500,000 Canadians with dementia, with an annual incidence of approximately 100,000 (Alzheimer Society of Canada, 2010) . In 2011, informal (i.e. unpaid, typically family members 1 ) care-givers in Canada provided approximately 1 billion hours of unpaid care work, a figure expected to double by 2031 (Manuel et al., 2016) . Compared to care-givers of people with other conditions, care-givers of older people with dementia may experience greater stress, care-giving intensity and feelings of captivity (Bertrand et al., 2006) . As dementia progresses, functional dependence increases and challenging behaviours can emerge, often resulting in care-giver depression and anxiety (Aguglia et al., 2004) . As a result, care-givers of people with dementia are frequently 'hidden victims' of the condition (Zarit et al., 1985) .
Care-giving stress is a dynamic phenomenon, varying over time and influenced by factors including care-giver health, educational attainment and cultural background (Schulz and Sherwood, 2008; Brodaty and Donkin, 2009) . Moreover, many care-givers of people with dementia experience positive feelings such as being needed, appreciated and important, as well as strengthened relationships with loved ones (Ontario Dementia Caregiver Needs Project et al., 2004; Tarlow et al., 2004; Hilgeman et al., 2007) . A study of Canadian care-givers of people with dementia found that 73 per cent could identify at least one specific positive aspect of care-giving (Cohen et al., 2002a) .
Formal support services available to support care-givers of people newly diagnosed with dementia include government-funded and privately purchased homecare services as well as free programmes provided by the voluntary sector (Leino-Kilpi et al., 2016) . In Canada, for instance, the Alzheimer Society's (AS) First Link™ programme facilitates early referral of dementia care-givers to peer support and education programmes (McAiney et al., 2013) . Care-givers also rely on informal sources of support such as family (e.g. adult children, siblings, etc.), friends and faith communities (Farran et al., 2003; Donnellan et al., 2015; Smith-Carrier et al., 2018) . These sources of support can mitigate burden and improve the care individuals provide (Zarit et al., 1999; Farran et al., 2003; Winslow, 2003; Donnellan et al., 2015) .
Care-givers and comprehensive geriatric assessment clinics
In Ontario, a network of Regional Geriatric Programs established in several areas, including the one in which our study was set, help to co-ordinate local specialised geriatric services. This includes a number of comprehensive geriatric assessment (CGA) clinics. For the most part, these clinics accept referrals from primary care physicians, and provide consultations and co-management for a range of geriatric syndromes, including dementia. Available studies suggest that outpatient geriatric assessment can lead to improved diagnosis of cognitive impairment, and improved functional ability (Silverman et al., 1995; Boult et al., 2001; Cohen et al., 2002b) .
Given the chronic scarcity of geriatric specialists, comparing the performance of different geriatrician-led models of care of older people with dementia, including CGA clinics, is essential. For the reasons discussed above, the wellbeing of caregivers is an important outcome (Soobiah et al., 2017) . However, care-giver burden in the CGA clinic context has received relatively little research attention. As a result, it is difficult to assess the relative performance of CGA clinics as regards this important metric.
Strategies to evaluate and mitigate stress in dementia care-givers must be grounded in a rich and specifically qualitative understanding of care-giving as it is experienced in particular contexts (Thompson et al., 2007) . The experience of care-givers in the CGA clinic context may differ from other care-giver populations in significant ways. For instance, a CGA clinic visit may elicit different concerns and require different forms of support than in the case of a care recipient's discharge from an inpatient medical unit, a situation in which immediate concerns such as appropriate placement might predominate.
Furthermore, by the time they are referred to the clinic, many care-givers may already be confronting significant BPSD and be highly aware of the care recipient's vulnerabilities. In addition, clinics like ours with an exclusively outpatient care delivery model necessarily exclude the severely frail, e.g. those who cannot get out of bed, whose care-givers may experience more and/or different forms of burden.
Moreover, the interventions that CGA clinics can offer to mitigate care-giver burden differ from those available in the inpatient setting. For instance, many clinics, including the one examined in our study, offer dedicated case managers who can serve as a single point of contact for care-givers as they navigate the health and social care systems. The amount of time available for a comprehensive, geriatrician-led multi-disciplinary geriatric assessment may help to surface caregiver concerns that may not come to light in the setting of a stay on, for example, an acute medicine unit. Finally, many clinics are able to offer longitudinal follow-up and co-management with frequent re-evaluation. The opportunity to build a trusting relationship with staff may open up opportunities for care-giver support that do not exist elsewhere.
Accordingly, this qualitative study, the first to examine specifically the experiences of care-givers in the CGA clinic context, had two primary objectives. First, we sought to understand better the educational and support needs of family caregivers of people diagnosed with dementia attending an outpatient geriatric assessment clinic. Second, we sought to document which educational and support resources they attempted to access, as well as the challenges they experienced in doing so. To capture these experiences in rich qualitative detail, we employed thematic analysis of semi-structured interviews.
It was our intention that, in addition to its research relevance, our study would help us to identify ways of improving the care our own clinic provides. Like many CGA clinics, our mandate includes care-giver empowerment and education, and working to assist care-givers in seeking and making best use of available resources, rather than directly providing or co-ordinating community supports. As such, we chose to focus on educational and support-seeking needs and experiences because of their particular relevance to CGA clinics like ours.
Design and methods
This study received approval from the Hamilton Integrated Research Ethics Board, Hamilton, Ontario, Canada. Our study was set in a university-affiliated hospitalbased multi-disciplinary outpatient CGA clinic ('the Clinic') in Hamilton, Ontario, Canada. Most people attending the Clinic are referred by primary care physicians for assessment and management of geriatric concerns such as cognitive decline, suspected dementia, polypharmacy, decreased mobility and other forms of functional decline.
Recruitment
We included all family care-givers who identified themselves as the primary caregiver (hereafter 'care-giver') of an individual previously diagnosed with dementia at the Clinic (hereafter 'care recipient'). Only those care-givers who were supporting care recipients who resided in a personal residence were included. Thus, care-givers of care recipients residing in an assisted living facility, or formally diagnosed with dementia before attending the Clinic, were excluded. Care-givers of care recipients attending a follow-up assessment were told about our research study and asked if they were interested in hearing more. If so, a research assistant not involved in the care recipient's care described the study and obtained informed consent.
We recruited a convenience sample of 18 care-givers accompanying communitydwelling older people previously diagnosed with dementia at the Clinic. Table 1 displays demographic characteristics of the 18 care-givers and their care recipients. A majority (78%) of care-givers were female, with a mean age of 71. A majority (62%) of care recipients were male, with a mean age of 80. The majority (72%) of care-givers were the spouses of their care recipient, and the majority of all caregivers (88%) lived with their care recipient. Years since diagnosis with dementia ranged from one to 9.5, with a mean of 3.7 years.
Data collection
One of two investigators (MW-P, PAM) interviewed consenting care-givers over the telephone using a semi-structured interview guide, which is included in the online supplementary material. Topics covered in the interview guide included:
• Educational materials and information received at the Clinic at the time of diagnosis.
• Care-givers' needs for information and experiences in accessing that information.
• Care-givers' efforts to make contact with health care, government or voluntary-sector organisations.
• Care-givers' outreach to or from support networks such as family, friends and religious communities.
• Care-givers' opinions about which sources of information they found most valuable.
All consenting care-givers received a Can $20 gift card for a coffee chain to compensate them for their time. To avoid coercion, it was explained to participants that they would receive the card whether or not they completed the interview. Ultimately, all 18 participants were successfully interviewed. Interviews lasted between 30 and 90 minutes, and were recorded, transcribed and anonymised. We also gathered demographic details, including care-giver and care recipient age, gender and relationship to one another; living arrangements (i.e. whether care-giver and care recipient co-habit) and years since being diagnosed with dementia. The care-giver was also asked to estimate how many hours he or she spent weekly assisting the care recipient with basic or instrumental activities of daily living (ADLs and IADLs, respectively). Finally, care-givers estimated how many hours of support they received weekly from each of several sources, such as publicly funded personal support workers (PSWs), and family and friends. Years since diagnosis of dementia in clinic 3.7 (1-9.5)
Analysis
Our study employed thematic analysis, informed by Braun and Clarke's (2006) sixphase guide. Our approach is depicted in detail in Table 2 . Of note, we worked iteratively, revising codes, themes and sub-themes based on interim findings and discussions (Fereday and Muir-Cochrane, 2006) .
Findings
Saturation was achieved with a sample of 18 participants. Themes and sub-themes are summarised in Table 3 . Four common themes were apparent in care-givers' narratives about their educational and support experiences:
(1) Diversity of educational needs and resources: care-givers sought information and education on a wide range of topics from a variety of sources. (2) Variety of supports: support with care-giving activities came from several different sources. (3) Burden of care-giving: some care-givers experienced physical and emotional difficulties, and worried about how their own poor health might affect their ability to provide care. (4) Insufficiency of support: in absolute terms, care-givers received surprisingly little external support. Many found the health and social care systems inflexible and difficult to navigate.
Diversity of educational needs and resources
Care-givers learned about diverse topics relevant to dementia care-giving from a variety of sources, principally the AS, the internet and Clinic staff. Most care-givers recognised knowledge as a major need, and many participants emphasised knowledgeseeking as an important part of the care-giving experience. As one care-giver put it:
I think that [information] resources for the care-giver are even more important than for the clients, quite honestly, because the care-giver is probably under more pressure, a person with dementia doesn't even feel the pressure. When asked to identify which subjects they most wanted to learn about since the diagnosis of their care recipient with dementia, and about which they had sought the most information, care-givers' comments converged around four major informational needs. First, care-givers wanted to know about the expected progression of the condition and 'what to expect' in order to prepare themselves psychologically, and avoid being caught off guard by unexpected changes: [I wanted to] Second, they wanted advice about how to manage actual or anticipated BPSD (e.g. agitation, vocalising, shadowing, etc.):
I guess one of the most important things is … the changes and how to react to them because you're used to a certain personality and then when that changes • In general, researchers involved in data analysis engaged in 'repeated rereading' of transcripts throughout the process.
• Three researchers (TJR, MW-P, PM) read all transcripts.
• Three researchers (TJR, MW-P, PM) read a selection of transcripts to identify 'meanings and patterns' for coding.
Phase 2: Generating initial codes.
• Two researchers (MW-P, PM) met to discuss and agree upon initial codes, i.e. 'feature[s] of the data (semantic or latent) that appear[] interesting' (Braun and Clarke 2006, 88) .
• Code generation was informed by an awareness of the study objectives as well as the interview guide.
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• One researcher (TJR) created a spreadsheet-based tool keyed to a continuously updated list of codes.
Phase 3: Searching for themes
• Two researchers (MW-P, PM) reviewed all transcripts and assigned codes, with associated quotations.
• Three researchers (TJR, MW-P, PM) met to review the coding results.
• Provisional sub-themes were identified based on salience and frequency (i.e. codes that appeared often).
Phase 4: Reviewing themes Phase 5: Defining and naming themes
• Sub-themes were further refined based on discussion, to produce a final list of 15 sub-themes grouped into four themes.
• Sub-themes and themes, as well as summaries of the underlying data, were refined based on feedback from the remaining researchers (CP, SM, BM, TW, RS, AP).
• Wording of sub-themes and themes was edited for clarity and to reflect 'the essence of what each theme is about'.
Phase 6: Producing the report
• Themes, sub-themes, quotations and data, as well as summary analysis, were discussed with the entire group.
• Feedback from colleagues at research rounds was used to clarify presentation of data.
• The process of drafting and editing the manuscript (TJR) helped to clarify the presentation of the data. Information and support from the AS When a person is diagnosed with dementia at the Clinic, a case manager sends a referral on behalf of their care-giver to the local AS's First Link™ programme. A First Link™ co-ordinator then contacts the care-giver within a few weeks of the referral to provide advice and encouragement, answer questions, and inform the care-giver about the AS's various resources and support groups. Many care-givers availed themselves of AS services, and found speaking with AS staff and volunteers, and meeting with peers, to be very helpful, particularly as regards understanding and managing BPSD, and also in terms of finding a peer support group: I think finally I phoned [AS] when I had a problem with his behaviour again … He wanted money in his pocket … And he was so upset about not having money that he thought he was poor and I didn't know how to react to it. I tried to put fake money and he knew that it was fake … That's when I went to [AS] to see how they would approach, how they would help me. (Participant 11: 61-year-old wife of an 80-year-old man)
I spoke with [name of AS volunteer] over the phone.
[They] gave me some suggestions you know just as far as you know dealing or you know what to expect … It was just his moods and that kind of thing. So that was very helpful. Now we are since attending sessions, both of us at the Alzheimers Society, which deal with different topics. (Participant 6: 67-year-old wife of a 70-year-old man)
Roughly half of the care-givers used the internet as part of their self-directed learning regarding both dementia in general and BPSD in particular. Most of the caregivers using the internet were between 60 and 80 years of age, with one individual over the age of 80. A variety of online resources were consulted, with the Canadian and American Alzheimer Societies' sites being the most frequently mentioned: However, certain care-givers were sceptical about the reliability of the information they found online, and were not always sure how to assess its accuracy:
It was, it was difficult to separate the wheat from the chaff. I was actually overloading myself with information. As you know with computers sometimes you just got to reach in and you gotta reach out so I had to learn to separate fact from fiction. Tables 4-6 display care-givers' estimates of average hours per week of support with care-giving activities received from various sources. Care-givers received assistance from publicly funded PSWs (N = 6), family members (N = 6), privately paid housekeepers (N = 2), private respite workers (N = 2) and the local municipally funded transportation service (N = 1). By far the most common use of outside support services was for respite care (N = 6), followed by assistance with care recipient's personal grooming (N = 2) and housekeeping (N = 2). Only one care-giver reported hiring a PSW.
Government-supported assistance
The province (i.e. sub-national jurisdiction) in which the Clinic is located provides regionally administered home-making and personal support services free of charge to eligible individuals, up to a regulatory maximum of 120 hours in the first month of service and 90 hours per month thereafter. The amount of support received is based on a needs assessment by a care co-ordinator from the regional administration:
And then I have a PSW, he comes in three times a week, three hours all total and he'll help with showers, too, and stuff, and help him shave. Many care-givers found the services themselves useful:
Before [receiving publicly funded support services] I couldn't do anything because, I couldn't even look and anticipate anything now at least I can do that … I'm getting the care in home for that whereas if I couldn't do it with that I wouldn't be able to do any kind of a life with myself. ( Only one care-giver hired privately paid PSWs. Two care-givers employed housekeepers while two care-givers occasionally used a private respite care service: Several care-givers found it useful to talk to other people living in similar circumstances, including in the setting of peer support groups such as those organised by the local chapter of the AS:
And I'm in [a] care-givers group that meets twice a month … And I love the ladies that are there and we're all dealing with our husbands so it's … beneficial because we can all share and also be sounding boards for one another. (Participant 21: 69-year-old wife of a 71-year-old man)
One-third of care-givers received care-giving assistance from spouses, siblings, children, other relatives or friends. Of these care-givers, all but one received three or fewer hours per week of help. The most common type of support provided by this group was respite care: 
Burden of care-giving
Many care-givers found care-giving to be emotionally and physically burdensome. For some, this burden diminished their quality of life and, in some cases, affected their ability to provide care. Some care-givers described how the physical work of providing care to their family member was taking its toll on their health. In some cases, care-givers worried that a pre-existing condition might increase the health risks associated with care-giving. Fatigue was widely reported, because of physical effort as well as disrupted sleep:
I'm not the best but, I just am, I'm just exhausted. There's nothing. I've done this for so many years that's all. But I will wait and I hope that I will get a call that they have Many care-givers described the emotional strain of providing care to a family member with dementia. Several reported feeling overwhelmed by the work and the vast responsibilities involved in care-giving:
I was suffering from depression … I couldn't cope with taking care of family and dealing with a stressful full-time job. (Participant 12: 46-year-old daughter of a 93-year-old man)
[H]e doesn't like to do anything, he likes to be looked after … And … that has been a great difficulty for me. Several care-givers found the care-giver role to be isolating and restrictive of their former autonomy, and used metaphors reflecting a sense of feeling trapped, a wellrecognised phenomenon known as 'role captivity' (Bertrand et al., 2006) :
I feel a little isolated because my husband can't go far and he can't, we can't travel at all in our old age and we have time on our hands and sometimes it gets depressing. I feel cabin bound … I'm used to being in a position where I can pretty much control my own life but I don't feel I can now. (Participant 13: 76-year-old wife of an 86-year-old man)
I didn't cope well … I felt like, I felt like I was kind of in a prison all weekend long because my husband goes to day programme Monday to Friday … so I was fine to do … any necessary things for the house and stuff like that but then on the weekend and evening time I was just stuck in the house. (Participant 11: 61-year-old wife of an 80-year-old man)
When asked about the factors that they felt might diminish their burden, several care-givers expressed a need for greater public recognition of the contributions of care-givers of people with dementia, as well as validation of their individual efforts:
Basically there are two things that we need. We need to be listened to, and we need to be told, '[Y]ou're doing a wonderful job. You're trying so hard. That's great' … Care-givers need to be encouraged, and people don't realise that. 
Insufficiency of supports
In absolute terms, care-givers reported surprisingly low levels of external support. Many noted there appeared to be a mismatch between available services and their care recipient's requirements. As reflected in Table 4 , two-thirds of care-givers reported receiving an average of three or fewer hours of help in total from all sources per week, including government, family and the voluntary sector. This group included three care-givers of a care recipient with severe ADL impairment. Only one care-giver received more than ten hours of assistance in total from all sources combined per week. As mentioned, provincial regulations provide for 120 hours of publicly funded home-making and personal support services free of charge in the first month of service and 90 hours per month thereafter. None of the six care-givers receiving these services was receiving the allotted maximum number of hours. The most any care-giver received was 11 hours per week, while five received three or fewer hours per week of assistance.
Numerous care-givers criticised the process of obtaining publicly funded assistance. They found the needs assessment process to be convoluted and opaque, and felt that eligibility criteria were inflexible:
To get anything done you have to call you know your case worker, the case worker has to come back to the house. Everything takes time to even just to like get some information on say respite care, get yourself on a list … and the [care coordinator] has to come to the house, they've got to assess you again. Then they … say [the contracted provider] will get in touch with you and then it takes another four weeks. (Participant 12: 46-year-old daughter of a 93-year-old man)
We were just told that … [the care recipient] didn't qualify for the help because they had to have three things she needed help with which was bathing, dressing and … it just wasn't enough to have somebody come in. (Participant 22: 65-yearold son of 90-year-old woman)
Many care-givers who were able to access publicly funded assistance encountered difficulty getting help with the right activities at the right time of day, and were frustrated by the perceived inflexibility about the scope of services provided by PSWs:
Now for bathing and all that I bathe him in the morning so when the PSWs come in he's already clean but I know technically they're supposed to be doing [that] . But because they're not here that early … we cannot wait until 12:00 for them to bathe him so I just take him and shower him in the morning. Many care-givers, including some that were heavily burdened, did not seek help. Values such as independence, loyalty, personal responsibility and courtesy to others played a role:
I just felt [that the care recipient's dementia is] something that we need to deal with ourselves here at home for the time being. When it gets unbearable then I guess I would … reach out more. Other participants declined to seek help out of a sense of justice:
And the reason I haven't [begun to use outside services] [is that] I've been able to manage without it, and I think, I have the attitude that [the agency providing publicly funded support services] are strapped very thin and if somebody else can use the time they deserve to get it. I prefer that they get the time rather than me using it. While many care-givers were close with their extended family, and had adult children nearby, many did not feel that their families were active participants in the day-to-day care of their care recipient:
Obviously family are interested and concerned but … that's just family talk. Many care-givers were conscious of imposing on family members, acknowledging the constraints on their availability, notably the employment and child-care responsibilities of adult children:
[Our adult children are] willing to help but they're all busy, they're young and they're working hard. Despite the small degree of family member involvement reported, no care-giver voiced overt disappointment with the level, type and quality of assistance provided by family.
Given this complexity of accessing needed supports, several care-givers with background in fields such as health care, social care and public education felt they were at an advantage in navigating the system and advocating for themselves, and expressed empathy for those without this capability: 
Discussion
Our qualitative study provides a number of insights to inform evaluative and interventional research and improve the support offered to care-givers of people diagnosed with dementia at outpatient CGA clinics, which represent one of the most prominent geriatrician-led models of specialised care of older people.
Our study reveals that care-givers of people with dementia attending our CGA clinic experience similar psychological and physical burden to those who receive care in other settings. Many exhibited role captivity, reflected in statements about feeling trapped or imprisoned by the interminable demands of the caregiving role. This confirms that impact on care-givers is an important clinical outcome in the outpatient clinic setting, and must be included in educational and interventional research.
As observed in other settings, many care-givers acknowledged positive attributes of the care-giving experience (Tarlow et al., 2004) . These attributes included the satisfaction of accepting a responsibility. Of note, however, in contrast to care-givers in other studies, none of our participants expressed that care-giving conferred selfaffirmation or an improved outlook on life generally. This suggests that, in the CGA clinic context, opportunities exist to reinforce positive attributes of care-giving.
Interventions that may be well-suited to supporting care-givers in the outpatient environment, even in the setting of a relatively brief clinic visit, include instruction in particular approaches such as using activities, adaptive equipment or the use of cueing to prevent and manage BPSD; instruction in cognitive reframing or other positive coping techniques; and self-care or relaxation training (Committee on Family Caregiving for Older Adults et al., 2016) .
While varying remarkably in educational needs and learning strategies, significant areas of convergence existed. Consistent with previous qualitative studies, our participants expressed a high degree of interest in learning about expected symptoms, health conditions, and changes in behaviour and relationships (Kernisan et al., 2010; Dillon et al., 2013) . Consequently, clinics with limited time and resources to dedicate to care-giver support may wish to focus on psycho-education (e.g. education about the condition, stress reduction and support, providing information about resources) and skills training targeting these issues.
Several care-givers relied on the internet to learn about dementia and caregiving. While the abundance of online resources was daunting for some, several care-givers viewed internet resources with a critical eye. This is reassuring in light of a recent review finding that the quality of information provided by Canadian dementia websites varied considerably (Dillon et al., 2013) . Rather than developing their own educational materials, clinics may consider instead familiarising themselves with reliable sources to which care-givers can be directed. One example is the McMaster Optimal Aging Portal website, which includes resources curated by portal staff on the basis of use of evidence, development process and usability. The Portal also includes expert summaries of current research for patients, care-givers and health-care professionals (McMaster University, nd). Additionally, clinics could select a list of trusted websites appropriate to different levels of health literacy.
As a whole, care-givers received what the authors considered to be a surprisingly small amount of support from external sources, including not just publicly funded home-care, but also families (including adult children living nearby) and privately paid care-givers. Over 60 per cent of care-givers received three or fewer hours of assistance per week. This included a number of older people caring for spouses with what struck the authors as a high degree of functional dependence.
This deficit was particularly clear in the case of publicly funded home-care. Care-givers received far less than their statutory entitlement, with most getting three or fewer hours per week. That being said, an interesting aspect of our study was that care-givers appeared less frustrated by the total quantity of care provided than by the lack of transparency and seemingly arbitrary limits on the types of assistance provided, as well as logistical considerations such as timing and continuity of staffing.
This further supports existing research concluding that person-centred care can be enhanced not just by an absolute increase in hours of care, but by giving care professionals greater flexibility and autonomy in how they provide care (Patmore and McNulty, 2005) . Simple examples could include allowing a home-care worker who arrives to find that a care recipient has already been fed and bathed to spend their shift playing a game of cards with a care-giver, helping them schedule healthcare visits or setting them up with online grocery shopping.
As other commentators have observed, such changes may require a deliberate institutional shift in focus away from risk avoidance and central control, and towards increased professionalisation and social esteem of home care. High-level attention to dysfunction in the social care labour markets in many countries is also important (Howes, 2008) . Our care-givers described accessing dementia care support systems as unpredictable and time-consuming. Many care-givers felt ill equipped to navigate and advocate for themselves within the social care system. These findings resemble other studies, in which some care-givers used the metaphor of navigating a 'maze' (Peel and Harding, 2014) . Various explanations have been offered for this phenomenon. These include care-givers' lack of awareness of sources of help with dementia, notably community support services (Denton et al., 2008; Ploeg et al., 2009) .
It is important to note that the home-care system in the study's jurisdiction is undergoing significant changes, due in part to concerns about accessibility and efficiency. Making performance and availability data, as well as particular policy details, easily accessible to the public (e.g. in a single online repository) would help to enhance care-giving policy analysis, research, quality improvement, clinical care and advocacy.
While publicly funded resources were limited and difficult for many to access, several care-givers were hesitant to ask for assistance from nearby grown children with significant work and family commitments. This hesitancy is reflected in a study of older people, living in the same community as our participants, who had fallen and visited the Emergency Department (Miller et al., 2016) . However, in some cases, this reluctance extended to accessing publicly funded services as well. Some studies have shown that care-givers from different cultural backgrounds vary in their use of and requests for services, perhaps attributable to differing caregiving beliefs and practices (Asai and Kameoka, 2005; Hsueh et al., 2008; Herrera et al., 2013) .
An interesting and unique set of findings is several care-givers' altruistic concern for fairness in allocation of social care resources, and empathy for the needs of nonfamily others. It would be interesting to explore the motivation of such behaviour, which could include cultural or generational beliefs, or the widespread public acceptance of the egalitarian principles emphasised (though often unfulfilled) by Canada's distinctive single-payer health-care system. Interestingly, several of our participants who were retired health or social care system professionals felt that their training helped them navigate the system, and expressed empathy for those lacking this advantage. The impact of health-care training on the care-giving experience remains little explored in the literature. In addition to understanding the unique experiences of this group, the specific skills and insights employed by those more at ease in the social care system may shed light on to the most important navigational competencies, and merit further study.
Limitations
Methodological limitations of our study included the use of a convenience sample. A purposeful sampling strategy might have led to a selection of participants with elements of similarity and difference that could have led to different and potentially richer insights.
We did not employ standardised, validated instruments, such as self-report questionnaires, to evaluate the level of assistance that care recipients required with ADLs and IADLs, or the amount of assistance care-givers provided with the same (Lawton and Brody, 1969; Katz et al., 1970) . However, in general, our sample included care recipients with a range of abilities and needs, and was similar in size to those found in other similar qualitative studies (Prorok et al., 2013) .
We did not gather clinical information about a number of known or potential confounders, including the severity of care recipients' BPSD, or care-givers' cultural background, income or level of education (Pinquart and Sörensen, 2004) . Finally, our sample included care-givers with a wide range of years of care-giving experience (between one and 9.5 years), whose needs may differ considerably.
Implications for practice and policy
Our study reinforces the need to improve publicly funded social care systems to better support care-givers. In particular, a streamlined and flexible needs assessment process, and more flexible and responsive timing of home-care services is indicated. In CGA clinics, greater health-care provider involvement in helping care-givers locate and navigate support resources would be valuable. This would require providers themselves to have better understanding of the social care system, which is not yet considered a core competency in most health professions.
Information resources should be tailored to the specific needs and interests of care-givers, and attention should be paid to critically appraising the quality of materials made available on the internet. Finally, and perhaps most fundamentally, it is critical for clinic personnel to ask about and monitor care-givers' emotional and physical wellbeing, identify care-giver burden and ask care-givers if there are aspects of the experience that they consider to be positive attributes.
Conclusion
Our study of the educational and support needs of care-givers of people with dementia attending a CGA clinic reveals a resilient and creative population in immediate need of further support and resources. It suggested that many of their needs can appropriately be addressed in an outpatient setting through measures such as situational counselling, psycho-education and guidance about accessing reliable online information. Our findings underscore that care-givers' experiences and narratives offer many possible solutions, and that a patient-and family-centred approach to research, policy and clinical practice is not just an ethical but also a pragmatic imperative.
Note recruitment of study participants. The authors also thank the study participants for so generously sharing their experiences.
